As diagnostic techniques are advancing rapidly, PSC is being identified earlier (Molodecky et al, 2011) . Research is ongoing to try to find a treatment, cure or genetic link for this often debilitating condition. Folseraas et al (2011) state that genome wide studies have consistently identified genetic susceptibility and environmental factors-the relation of these hopefully offer exciting opportunities for transferring knowledge and impending treatment options. UK genome-wide studies are ongoing and recruitment is continuing (UK PSC Genome Study, 2011).
The unpredictability of the condition is daunting and the uncertainty of how it will effect day to day life and future plans can bring major concerns and anxiety. Many people living with PSC describe it as very challenging: the itch and pain in particular causing daily stress which can reduce quality of life (Ponsioen, 2011) .
A decompensated liver can bring about many hurdles. For some, the addition of other related autoimmune conditions and immunosuppression due to prescribed therapy can be immense. As with any condition, an active healthy lifestyle is required. Good nutrition is vital for patients with a liver condition, even more important with associated inflammatory bowel disease. Access to dietary expertize is often limited; however, dieticians Leaper and Hamlin (2012) and the British Liver Trust (2011) produced excellent information and advice for people with various liver conditions and degrees of liver failure.
Nurses are pivotal to delivering efficient services and quality care. Gastroenterology and hepatology nurses are ideally placed to identify patients and/or carers of people who have PSC and offer them guidance on their condition, treatment (both pharmacological and non pharmacological) and strategies on how to cope and live with PSC.
PSC Support is a UK based charity that helps people affected by PSC both nationally and internationally. Run entirely by volunteers, they aim to:
Provide information and support to those affected by PSC and the medical community Promote awareness of PSC, PSC Support and organ donation Develop effective partnerships with those involved in the treatment of and research into PSC.
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